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A B S T R A C T
Context: Despite the extent of volunteers’ contribution to palliative care, and their role in
direct patient care, there has been no systematic evaluation of the evidence-base on
volunteers in relation to patient and family wellbeing.
Objective: To critically review research, on the impact of volunteers involved in the direct
care of palliative patients and their families.
Methods: We searched for studies, reporting patient and family data on the impact of
volunteer services in palliative care in thirteen citation databases up to May 2013. We
included quantitative comparative studies. We also noted any non-comparative studies,
enabling us to give a comprehensive review of the existing research. We also included
qualitative studies that explored the experiences of patients and families who received
volunteer support, potentially illustrating which aspects of volunteer activities patients
and families value. We applied quality appraisal criteria to all studies meeting inclusion
criteria. Two researchers undertook key review processes.
Results: We found eight studies. Only two studies were undertaken outside of North
America; one in the Netherlands and the other in Uganda. All studies were in adult
palliative care services. All evaluated volunteers were in home care settings, three of the
studies included other settings such as hospitals and nursing homes. All of the studies
fulﬁlled our quality appraisal criteria. Six of them were quantitative studies and two were
comparative: one found that those families who experienced greater (as opposed to lesser)
volunteer involvement were signiﬁcantly more satisﬁed with care; the other found that
patients survived signiﬁcantly longer if they had received home visits from a volunteer.
Four cross-sectional studies focused on satisfaction ratings. No study considered possible
disadvantages or adverse effects of volunteer involvement. Two qualitative studies were
identiﬁed; both highlighted the uniqueness of the role volunteers may fulﬁl in care
support, from the viewpoint of patients and their families.
Conclusions: Further research is needed to ensure the resource of volunteers in palliative
care is used appropriately and effectively. Evaluation in well-designed comparative
studies is recommended including economic analyses, as are further qualitative studies to
explore the roles, beneﬁts and possible adverse effects of volunteers. Evaluation is
particularly needed outside of North America and in dedicated hospice facilities.
 2014 The Authors. Published by Elsevier Ltd. This is an open access article under the CC
BY-NC-SA license (http://creativecommons.org/licenses/by-nc-sa/3.0/).
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 Volunteers are integral to palliative care, with many
involved in the direct care of palliative care patients and
their families.
 To meet demand palliative care services are increasing in
number.
 Governments are seeking to increase the number of
people who volunteer.
What this paper adds
 This systematic review found that the experience of
palliative care patients and their families having a
volunteer involved in their care and the impact a
volunteer may have on their wellbeing are understudied.
 There is some limited evidence that palliative care
interventions that involve volunteers have a positive
impact on family satisfaction with care and may even
lengthen patient survival.
. Introduction
More people are dying from chronic diseases, and the
emand for, and provision of palliative care is growing
Grant et al., 2011; Lynch et al., 2011; Morrison and Meler,
011). This type of care may be needed over weeks or even
onths and there is growing recognition that provision
hould be for all, irrespective of age or diagnosis
Radbruch et al., 2013). The provision of specialist end-
f-life care or palliative care varies across countries: what
 more consistent is the extensive depth and breadth of
olunteer involvement (Wright et al., 2008). Moreover
olunteers were involved in the founding of the modern
ospice movement, which, globally, provides a large
roportion of palliative care (Centeno et al., 2013; Wright
t al., 2008). In this setting volunteers contribute by: (1)
irectly supporting the provision of palliative care; (2)
roviding clinical support services such as clerical or
undry, and (3) fund-raising or being a trustee of a
upporting voluntary organisation. A substantial propor-
ion of volunteer contribution is in direct patient support,
0% in US (National Hospice and Palliative Care Organisa-
ion, 2012). In this role volunteers form part of the care
eam, supporting nursing care by undertaking task-
rientated activities, such as serving patients’ meals
nd drinks. They may also provide emotional or social
upport, such as spending time with the patient (Burbeck
t al., 2014).
Palliative care service providers are likely to have
ifﬁculties sustaining current provision without volun-
ers; for example, in the UK it has been estimated that the
00,000 volunteers in hospices reduce service costs by 23%
elp the Hospices, 2012). There is the recognition of the
eed to increase the number of people who volunteer. In
e UK, for instance, a Social Action Fund has been
stablished to support programmes that encourage people
 volunteer in their communities (UK Government, 2013).
 Australia, the New South Wales Government has set-up
 10-year strategy to make it easier for individuals
and organisations to meet regulatory requirements on
volunteers. This involves streamlining processes and
enhancing information resources to help organisations
and prospective volunteers (NSW, 2012).
Recent systematic reviews have evaluated interven-
tions where volunteers have been used as befrienders or
as lay supporters such as those for people with
depression (Lewin et al., 2010; Mead et al., 2010). It is
important to evaluate the impact of all care services
involving volunteers so that policy and practice is not
based simply on lobbying, political expediency, or
enthusiasm, but is informed by robust evidence on
feasibility, acceptability and effectiveness. Moreover,
while interventions are designed to provide beneﬁt, it
is important to consider possible risks, both long and
short term as well as effects on patients’ families. For
example, in a systematic review of interventions to
support carers of patients in palliative care it was found
that one type of psychotherapeutic intervention poten-
tially increased the risk of conﬂict in certain families
(Candy et al., 2011). Thus, to maximise beneﬁt and
minimise risk, the involvement of volunteers in palliative
care should be subject to the same independent scrutiny
as other healthcare interventions.
There is no up-to-date critical and systematic review of
the existing literature on the impact on patient and family
wellbeing of services provided by volunteers with direct
patient contact. Existing reviews take a broader or a
different focus on the literature (Morris et al., 2013; Pesut
et al., 2012; Wilson et al., 2005). For example, consider-
ation of the evidence in regards to practice and organisa-
tion (Morris et al., 2013), and these reviews lack
methodological inclusion criteria and quality assessment
of included studies. Reporting methodological design
features and assessing the conduct of included studies is
important, without these the reader cannot differentiate
between stronger and poorer evidence (Higgins and Green,
2011).
In this review we aimed to critically review research,
evaluating outcomes relating to the wellbeing, and the
experiences of palliative care patients and their families
who receive care and/or support from volunteers.
2. Method
We reviewed quantitative and qualitative literature
from 1990 to May 2013, following the methods set out by
the Cochrane Handbook (Higgins and Green, 2011).
2.1. Eligibility criteria
2.1.1. Study designs
Randomised controlled trials are considered as the gold
standard to evaluate the effects of an intervention. This
study method more than any other reduces the risk of
biased results. However, we did not anticipate identifying
any studies of this design. This is in part because palliative
care is under researched (Higginson et al., 2013). It is also
because of ethical concerns in conducting research trials
that involve withholding from a proportion of participants
an additional element of care, which while not of
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asarett, 2009). Therefore, we sought evidence on
fectiveness from evaluative study designs that used
y comparative design method (that is quantitative
search that compared two or more groups with a view
 discovering differences or similarities).
We also included non-comparative studies with
antitative analysis such as cross-sectional studies;
is was for the purpose of scoping the type of outcomes
 patient and family wellbeing that have been evaluated
 regards to volunteers’ involvement. In addition we
cluded qualitative studies that explored the experi-
ces of patients and families who received volunteer
pport. Although these studies are not measuring effect
ey illustrate what patients and families value most
m volunteers and what is least helpful. This may
form what to include in new interventions to be tested,
 help to understand the value or otherwise of current
rvices delivered by volunteers (Noyes and Popay,
07).
If our search identiﬁed economic analysis of data we
anned to report it, in consultation with a health
onomist.
.2. Participants
We included studies whose participants were patients
ho were terminally ill or had a progressive life-limiting
sease, their family members or informal carers, or
althcare staff involved in their palliative care. We did
t include studies of patients who had a chronic disease
at was not necessarily life limiting.
.3. Interventions
We included studies that evaluated palliative care
rvices provided by volunteers in direct contact with
tients and families in any setting (home, hospices
ganisations/programmes providing inpatient and/or
tpatient services, and specialist palliative care units).
e did not include generalist services that involved
lunteers, such as in primary care. We did not set a
ﬁnition of a volunteer as in general it is a universal term
idely understood as someone giving their time freely
ithout expectation of monetary beneﬁt.
.4. Comparisons
For studies of comparative design, we included those
at compared an intervention that involved volunteers
ith care that did not involve a volunteer. This could be
ual care or another type of intervention.
.5. Outcomes
We included patient and family outcomes on wellbe-
g, such as measures of mental health, quality-of-life
d satisfaction with care, as well as physical health
easures. We also included measures of service and
atment use. We did not include studies in which
tcomes focussed on the impact of volunteering on the
lunteer unless they also explored the impact on
tients and families. We excluded studies if outcomes
ere not speciﬁcally related to the contribution of
lunteers’ involvement.
2.2. Search process
Since we were aware that we were likely to ﬁnd
relatively few studies, to reduce risk of missing studies by
omitting speciﬁc search terms we searched only on terms
related to ‘volunteer’ and ‘palliative’. In our search we did
not use speciﬁc terms to describe research designs,
intervention, comparator groups or outcomes. We devel-
oped search strings for ‘volunteer’ and ‘palliative’ using
free-text terms and subject headings [available from
authors]. The strings were tailored to each of the thirteen
databases searched: Amed, Cinahl, Embase, Medline,
PsycInfo, ProQuest Dissertations and Theses, Science
Citation Index Expanded, Social Sciences Citation Index,
Conference Proceedings Citation Index – Science and Social
Sciences and Humanities, International Biography of Social
Sciences, Campbell Library, OpenGrey, and
www.theses.com. We only included studies published
from 1990 onwards; this is because palliative care became
a recognised specialty in the UK and elsewhere in the late
1980s (Hillier, 1988). We went back to 1990 because the
overall nature of palliative care, as in the range of
professionals and non-professionals who may be a
member of a palliative care team, remains broadly similar
to what was developed in the 1970s (Saunders et al., 1978;
Turner and Lickiss, 1997). Searches were undertaken up to
May 2013. We did not apply a language restriction. Two
reviewers independently screened generated citations
using the inclusion criteria above; the full text was
retrieved for any identiﬁed potentially relevant citations
to verify that they met criteria for inclusion (RF, BC).
Discrepancies on inclusion between the reviewers were
resolved by discussion.
We also searched abstracts from palliative care con-
ferences and hand-searched the Journal of Pain and
Symptom Management, and Palliative Medicine. Where
a relevant conference abstract was identiﬁed we contacted
the author to enquire whether the study had been
complete and if we could have access to the results. We
also scanned reference lists and undertook forward-
citation searches of studies that met our inclusion criteria.
We contacted researchers in the ﬁeld for unpublished
studies. As part of a parallel research project, which was a
national UK survey on the role of volunteers in palliative
care (Burbeck et al., 2014), we asked managers of
volunteers for copies of any in-house research on the
impact of volunteers.
2.3. Data extraction and quality assessment
One researcher extracted the key descriptive details
directly into a table, such as population, aims, analysis, and
the main ﬁndings. A second researcher checked these
extractions. Two researchers assessed quality using a tool
designed for use across a range of quantitative and
qualitative research designs and which has established
use in palliative care (Hawker et al., 2002). The tool
includes nine items, as detailed in Table 1, on clarity in
reporting, the appropriateness of analysis and the gener-
alizability of study ﬁndings. Items are scored from very
poor to good.
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We planned if there were a sufﬁcient number of trials
at were sufﬁciently heterogeneous, to combine their
ata using Cochrane methods (Higgins and Green, 2011).
e also planned to undertake a thematic synthesis if there
ere sufﬁcient qualitative studies (Thomas and Harden,
007). In fact there were insufﬁcient data for combining
tudies in any type of synthesis and instead the ﬁndings
om each study were drawn together narratively.
. Results
Searches identiﬁed 3626 citations, with a total of
6 citations considered relevant at screening. At full text
etrieval, 18 were excluded, mainly because they were
on-evaluative papers or the outcomes were not on
atient or family wellbeing. Fig. 1 shows the ﬂow of
tudies at this stage. Characteristics of the eight included
tudies are detailed in Table 2. In our UK-wide survey on
e role of volunteers in palliative care, survey respondents
id not provide us information on any other evaluations on
e impact of volunteers (Burbeck et al., 2014).
.1. Design, country of origin, outcome and quality
Six of the included studies were of quantitative
esign (Block et al., 2010; Claxton-Oldﬁeld et al., 2010;
erbst-Damm and Kulik, 2005; Luijkx and Shols, 2009;
cGill et al., 1990; Miceli and Mylod, 2003), and two
ualitative (Jack et al., 2011; Weeks et al., 2008). One of
he quantitative studies also collected qualitative data
Luijkx and Shols, 2009); however we did not include
his study in our evaluation of qualitative evidence as
e were not certain that the study met qualitative
ethod criteria in that they did not report qualitative
nalysis.
Only two studies were undertaken outside of North
merica (Jack et al., 2011; Luijkx and Shols, 2009). Of the
uantitative studies, three were undertaken in the US
lock et al., 2010; Herbst-Damm and Kulik, 2005; Miceli
nd Mylod, 2003), two in Canada (Claxton-Oldﬁeld et al.,
010; McGill et al., 1990); and one in the Netherlands
uijkx and Shols, 2009). Of the qualitative studies, one was
ndertaken in Uganda (Jack et al., 2011) and one in Canada
eeks et al., 2008). There were no studies conducted in
e UK.
Two of the quantitative studies were of a comparative
etrospective design (Block et al., 2010; Herbst-Damm
nd Kulik, 2005). One of these studies was a secondary
nalysis of a dataset of survival rates in those who
eceived volunteer visits compared with those who did
ot (Herbst-Damm and Kulik, 2005). The other compared
atisfaction with care of (1) families whose relative
eceived care from hospices that involved greater volun-
eer involvement in direct care with (2) those who
eceived care in hospices with less volunteer involvement
Block et al., 2010). All of the non-comparative quantita-
ive studies evaluated satisfaction with care. In one, the
esearchers approached patients and families currently
sing volunteer services (McGill et al., 1990), and in the
others convenience samples of bereaved relatives were
used (Claxton-Oldﬁeld et al., 2010; Luijkx and Shols,
2009). In our quality assessment the comparative studies
mostly scored ‘good’ on items related to study conduct
(see Table 3). However, it should be noted that the
resulting evidence is weak because the study designs
(post hoc analyses) do not produce strong evidence, based
on internationally recognised evidence categories (Hig-
gins and Green, 2011; NICE, 2012).
The two qualitative studies differed in sources of data
collection and analysis (Jack et al., 2011; Weeks et al.,
2008). In one the authors explored the experience of
volunteer care of patients and families, and clinical staff
(Jack et al., 2011), in the other the experience of bereaved
wives whose spouse had received care involving volun-
teers (Weeks et al., 2008). Sampling was convenience (Jack
et al., 2011), or purposive (Weeks et al., 2008). Data was
analysed in one study using thematic analysis (Jack et al.,
2011). The other (Weeks et al., 2008), took an inductive
hermeneutics approach, which was described by the
authors as involving an initial coding for context, such
as care network and hospice services, and this coding was
used to organise the subsequent thematic analysis. Using
our assessment tool, quality items were adequately
reported in the two studies, with the majority of items
scored as ‘good’ (see Table 3).
3.2. Setting
All studies were in adult palliative care services. All
evaluated volunteers in the home-care setting. In some
studies other healthcare settings were also included; one
hospital long-term care facility (Weeks et al., 2008),
another hospital settings as well as in nursing homes
(Miceli and Mylod, 2003). A third study (Block et al., 2010),
used data from a national dataset on US hospice care
program that were provided in a range of care settings
including hospice facility, hospital or nursing home
(Federal Medicare Agency, 2000).
3.3. Intervention
In most studies, where described, volunteers under-
took a complementary role, rather than as a substitute to
nursing or other professional staff. Five studies described
volunteers as providing patients with companionship
and emotional support (Herbst-Damm and Kulik, 2005;
Jack et al., 2011; Luijkx and Shols, 2009; McGill et al.,
1990; Weeks et al., 2008). In four they also reported that
volunteers gave some personal care (Herbst-Damm and
Kulik, 2005; Jack et al., 2011; Luijkx and Shols, 2009;
Weeks et al., 2008), and in three they provided family
support or respite care such as sitting with the patient at
night (Luijkx and Shols, 2009; McGill et al., 1990; Weeks
et al., 2008). In the Ugandan study volunteers also
undertook a more substitutive role. Here trained volun-
teers provided wound care, nutritional advice, and
infection control (Jack et al., 2011). Three studies did
not report detail on what volunteers did (Block et al.,
2010; Claxton-Oldﬁeld et al., 2010; Miceli and Mylod,
2003).
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.1. Patient survival
One comparative study evaluated survival rates and
ed hospice records of 290 deceased patients (Herbst-
mm and Kulik, 2005). It compared rates in patients who
ceived home visits from volunteers who were trained to
ten, provide conversation and meet grooming needs as
 combing hair and trimming ﬁnger nails, with those who
ceived no home visits. It found that those who received
lunteers’ visits (n = 94) lived longer than those who did
t. Speciﬁcally, using survival analysis (Cox’s proportion-
Hazard Model) controlling for patients’ physical status
(Karnofsky score at study entry), demonstrated that
neither marital status or gender independently predicted
survival, but the survival rate for those receiving visits was
almost three times that of those who were not visited by a
volunteer (Likelihood Ratio = 2.9, p value <0.001). This is
equivalent to an average 80-day increase in life.
3.5. Satisfaction with care
The other comparative study used the US National
Hospice and Palliative Care Organisation National Data Set
(NDS) to undertake a secondary analysis of hospice
program using the number of direct patient care volunteer
ble 1
ality assessment tool.
uality assessment item Quality assessment scoring
. Abstract and title: Did they provide a
clear description of the study?
Good. Structured abstract with full information and clear title.
Fair. Abstract with most of the information.
Poor. Inadequate abstract.
Very poor. No abstract.
. Introduction and aims: Was there a
good background and clear
statement of the aims of the
research?
Good. Full but concise background to discussion/study containing up-to-date literature review and
highlighting gaps in knowledge.
Clear statement of aim and objectives including research questions.
Fair. Some background and literature review. Research questions outlined.
Poor. Some background but no aim/objectives/questions, or aims/objectives but inadequate
background.
Very poor. No mention of aims/objectives. No background or literature review.
. Method and data: Is the method
appropriate and clearly explained?
Good. Method is appropriate and described clearly (e.g., questionnaires included). Clear details of the
data collection and recording.
Fair. Method appropriate, description could be better. Data described.
Poor. Questionable whether method is appropriate. Method described inadequately. Little description
of data.
Very poor. No mention of method, and/or method inappropriate, and/or no details of data.
. Sampling: Was the sampling strategy
appropriate to address the aims?
Good. Details (age/gender/race/context) of who was studied and how they were recruited.
Fair. Sample size justiﬁed. Most information given, but some missing.
Poor. Sampling mentioned but few descriptive details.
Very poor. No details of sample.
. Data analysis: Was the description of
the data analysis sufﬁciently
rigorous?
Good. Clear description of how analysis was done. Qualitative studies: Description of how themes
derived/respondent validation or triangulation. Quantitative studies: Reasons for tests selected
hypothesis driven/numbers add up/statistical signiﬁcance discussed.
Fair. Qualitative: Descriptive discussion of analysis. Quantitative.
Poor. Minimal details about analysis.
Very poor. No discussion of analysis.
. Ethics and bias: Have ethical issues
been addressed, and what has
necessary ethical approval gained?
Has the relationship between
researchers and participants been
adequately considered?
Good. Ethics: Where necessary issues of conﬁdentiality, sensitivity, and consent were addressed. Bias:
Researcher was reﬂexive and/or aware of own bias.
Fair. Lip service was paid to above (i.e., these issues were acknowledged).
Poor. Brief mention of issues.
Very poor. No mention of issues.
. Results: Is there a clear statement of
the ﬁndings?
Good. Findings explicit, easy to understand, and in logical progression. Tables, if present, are explained
in text. Results relate directly to aims. Sufﬁcient data is presented to support ﬁndings.
Fair. Findings mentioned but more explanation could be given. Data presented relate directly to results.
Poor. Findings presented haphazardly, not explained, and do not progress logically from results.
Very poor. Findings not mentioned or do not relate to aims.
. Transferability or generalisability:
Are the ﬁndings of this study
transferable (generalisable) to a
wider population?
Good. Context and setting of the study is described sufﬁciently to allow comparison with other contexts
and settings, plus high score in Question 4 (sampling).
Fair. Some context and setting described, but more needed to replicate or compare the study with
others, plus fair score or higher in Question 4.
Poor. Minimal description of context/setting.
Very poor. No description of context/setting.
. Implications and usefulness: How
important are these ﬁndings to policy
and practice?
Good. Contributes something new and/or different in terms of understanding/insight or perspective.
Suggests ideas for further research. Suggests implications for policy and/or practice.
Fair. Two of the above (state what is missing in comments).
Poor. Only one of the above.
Very poor. Only one of the above.
rce: Hawker et al. (2002). Qual Review Method. 12; 1282–99. Reproduced by permission of the authors.
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f care were obtained using information from 57,353
dividuals from 32% (n = 305) of hospice organisations
at provided data for the NDS. The researchers analysed
xcellent’ ratings of care by the number of volunteer hours
eported by hospices using a multivariate model adjusting
r hospice characteristics, including the number of care
taff (full-time equivalents) and patient characteristics
iagnosis and hospice length of stay). Signiﬁcantly more
elatives rated care as ‘excellent’ in those hospices
eporting the highest number of volunteer hours per
atient week (3.3 h), compared with those reporting the
west number of hours (0.245 h), coefﬁcient = 6%, 95%
onﬁdence Interval 4% to 9%. However, these data are not
epresentative of types of US hospice program. The hospice
rganisations providing data differed signiﬁcantly from
ose not providing data in that they were more likely to be
ot-for-proﬁt (p value <0.001) and larger (p value <0.001).
amily ratings of care were recorded using a 5-point Likert
cale (‘excellent’ to ‘poor’).
The four non-comparative (quantitative) studies used
re-coded bespoke questionnaires to collect data on
atient or family satisfaction with care involving volun-
ers (Claxton-Oldﬁeld et al., 2010; Luijkx and Shols, 2009;
varied, two involving fewer than 20 participants (Claxton-
Oldﬁeld et al., 2010; McGill et al., 1990). Three studies
found a high level (80–98%) of satisfaction with care
(Claxton-Oldﬁeld et al., 2010; Luijkx and Shols, 2009;
Miceli and Mylod, 2003). The fourth found that 87% of
families found that companionship was the most valuable
aspect of volunteer involvement in care (McGill et al.,
1990).
In the two qualitative studies on patients’ and families’
experiences of volunteers there were no reported negative
comments relating to receiving volunteer support. In one,
the authors conducted individual interviews with ten
bereaved women (Weeks et al., 2008). The overarching
theme that emerged in their analysis of these interview
data was that volunteers had a unique role in care, acting
as an intermediary between the family, the patient and
paid staff, for example, providing someone else for both
the wife and husband to talk to about uncomfortable
issues:
‘And I think, for [my husband], the fact of having somebody
from outside, not just staff, is important. I think the staff
that deal with you all the time, there is some humiliation in
your situation that staff has to deal with at another level,
3042 excluded:
1207 dup licat e records
2402  not f ocuse d on volun teers or 
pal lia ve care, or  not  empirical 
research 
3626  cita ons from searc hes
26 stu dies consi dered re levant at 
screening of cit aons 
8 met inclusion criteria
18 excluded on reading full text:
13 did not  eva luate 
volun teers/se ng not 
pal lia ve care
3 no extracta ble data
2 not  empirical
Fig. 1. Flow chart of literature search.his physical needs, so this is strictly someone to talk and be
iceli and Mylod, 2003; McGill et al., 1990). Sample sizes
Table 2
Characteristics and ﬁndings of included studies.
Study, country, Setting Design, focus/research
question
Data source Sample Intervention Results
Block et al. (2010)
US, Hospice
(all care settings)
Retrospective compar-
ative study
Does satisfaction with
hospice services corre-
late positively with vol-
unteer hours?
Secondary analysis of two data
sources:
1-US National Hospice and Pallia-
tive Care Organisation dataset on
data regarding per hospice program
the number of volunteer hours and
the total number of patient days
served.
2-The Family Evaluation of Hospice
Care data repository that collects
information from families about
their perceptions of the quality of
care provided to the patient.
32% of possible hospice sample
used. This is because not all hos-
pices provide complete data.
No details on response rate of
family surveys collected by hos-
pices.
57,353 bereaved family
members whose rela-
tives had used hospices
using volunteers
(n = 305 hospices).
Deceased relative died
1–3 months previously.
Hospice volunteer, no details
on what volunteers did.
Average of 0.71 volunteer hours
per patient week. Lowest quar-
tile 0.245 h, highest quartile
3.3 h.
6%-point difference (95% conﬁdence inter-
val (CI) 0.04 to 0.09) between satisfaction in
highest and lowest volunteer usage. 69.7%
rated overall hospice care as excellent in
the lowest quartile and 75.5% in the highest
quartile (analysis adjusted by characteris-
tics of the hospice including staff full-time
equivalents and characteristics of the
patients (setting patient receiving care,
diagnosis of cancer and hospice length of
stay)).
Herbst-Damm and
Kulik (2005)
US, home
Retrospective compar-
ative study
Do palliative care
patients live longer if
they receive volunteer
visits?
Retrospective case note review of a
palliative care service
290 deceased home-
dwelling patients who
had used a palliative
care service and died
in 2000.
94 requested and re-
ceived volunteer visits,
168 neither requested
nor received and 28
requested services but
did not receive them.
Volunteer visits – volunteers
trained to listen and provide
conversation, to meet groom-
ing needs, and to read to
patients and family members.
Over the course of the inter-
vention patients who received
volunteer support were visited
an average of 5.67 h (standard
deviation (SD) 22.8). Most often
the purpose was to provide
companionship or active listen-
ing.
Rate of death for patients not visited by
volunteers almost 3 times that of thosewho
were visited (Likelihood ratio = 2.9, p
value =<0.0001). Average of 80 days ad-
vantage for those receiving volunteer visits.
No difference in survival between no
support group and people who requested
support but didn’t get it. Neither marital
status nor gender independently predicted
survival times; volunteer effects operated
independently of baseline health as a
predictor of longevity.
Claxton-Oldﬁeld
et al. (2010)
Canada, home
Cross-sectional survey
Bereaved families’ sat-
isfaction with volun-
teers’ end of life care.
Postal questionnaire developed for
the study. 4 sections: personal
information; importance of differ-
ent kinds of volunteer support;
impressions of the volunteer rated
on 12 personal qualities/character-
istics; general question about
experiences with the volunteer
22 family members of
deceased palliative care
patients.
Volunteer support ranging
from single visit to 2 years’
support. No details on range of
support provided.
Support: all 5 kinds of support that patients
were asked to rate were important on a 5-
point likert scale with 5 being the highest in
importance. ‘Allowing breaks’ scored high-
est (mean 4.57, SD 1.03) followed by
‘offering emotional support’ (mean 4.30,
SD 1.17) (5-point Likert scale). Volunteer
qualities rated most highly included com-
passionate and caring (mean 4.95, SD 0.22),
respectful (mean 4.95, SD 0.22), and respect
for conﬁdentiality (mean 4.95, SD 0.23).
95% would recommend the service and 85%
thought the volunteer was well trained.
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Luijk and Schols (2009)
The Netherlands, home
Cross-sectional survey
Experiences of families
with volunteer support
at home.
Postal questionnaire 75 questions
developed from insights gained
from focus groups, with pre-coded
responses.
237 relatives of de-
ceased patients; identi-
ﬁed through local
volunteer organisations
who agreed to partici-
pate.
Volunteer support including
providing basic care, keeping
watch at night, giving light
personal care, and offering
emotional support.
Duration of volunteer support:
one week or less 30%, two
weeks 24%, one month 18%
and two or more months 28%.
Families most appreciated emotional sup-
port, followed by practical support. Appre-
ciated having a ‘closing’ contact. Overall –
families (very) satisﬁed with volunteer
support (98%), rated it not superﬂuous
99%, and would recommend it to others
(87%).
McGill et al. (1990)
Canada, home
Cross-sectional survey
Assessment of the val-
ue of volunteer services
in providing palliative
care at home.
Postal questionnaire comprising 4
major items with pre-coded
responses or free-text responses
.1. Patient perception of the useful-
ness of volunteer service (compan-
ionship, homemaking tasks, care-
giver relief, shopping, letter writ-
ing, visiting after the death of a
loved one, other ways volunteers
had been helpful); 2. Patient ratings
of volunteers on 9 interpersonal
qualities; 3. Referral source; 4.
General comments and sugges-
tions).
22 families including
cancer patients cur-
rently using a palliative
care home service.
Volunteer service including
companionship, homemaking
tasks, care-giver relief, shop-
ping, letter writing, visiting
after the death of the loved one.
In ranked order, respondents judged com-
panionship (86.7% rated it positively (of
those responding), shopping (83.4%),
homemaking (80%), visiting after the death
of a loved one (75%), letter writing (66.7%),
relieving family members of care-giving
responsibilities most important (63.6%). In
terms of interpersonal skills (ranked) de-
pendability (100%), ability to listen (94%),
ability to meet patient needs (93.4%),
friendliness (88.9%), willingness to do what
is needed (88.3%), sensitivity (88.2%), level
of commitment (86.6%), ability to meet
family needs (82.3%).
Miceli and Mylod (2003)
US, Home-care (70%),
hospital (13%), nursing
home (14%), dedicated
hospice (2%)
Cross-sectional survey
Family satisfaction
with hospice care in-
cluding that provided
by volunteers.
Postal questionnaire developed
from public domain hospice survey
instruments. 42 standard questions
across 4 subscales (arranging hos-
pice care; dealing with hospice
ofﬁce; hospice team; personal
issues), plus general assessment of
care experience.
1839 family members
or friends of patients
who had used hospice
care in 2001
No details 81% rated volunteers as ‘very good’ and
1.9% rated volunteers poor or very poor.
Lower satisfaction from families where
referral to hospice categorised as ‘too late’.
Jack et al. (2011)
Uganda, home
Qualitative study
To evaluate the impact
of a community volun-
teer programme on
patients, families,
volunteers and clinical
teams.
Interviews and focus groups based
on semi-structured schedule.
Group discussions used to collect
data from patients and volunteers
via an interpreter but no interac-
tion/group discussion took place
because of language difﬁculties.
Focus groups with clinical team,
plus 2 individual interviews with
staff at one site (in English). All
interviews recorded.
Data analysed using a thematic
analysis approach; used QSR NVivo
8 in analysis. Double-checked by
independent researcher to agree
key themes. Triangulation across
3 sources of data.
Convenience sample of
21 patients, 32 volun-
teers, 11 hospice clini-
cal staff
HIV/AIDS
Volunteer workers – role is to
identify and care for people
needing palliative care in their
own homes, offering support
and advice to patients and their
families. Training includes 6-
day non-residential course in-
cluding bed bathing, wound
care, infection control, nutri-
tional advice, communication
skills, end of life care, emotional
support for others, bereave-
ment support and ethics of
palliative care. Volunteers had
ongoing education and support
and supervision in monthly
meetings.
Themes were developed on what volun-
teers do. This were:
For patients physical (bathing, wound care,
help with feeding) and practical care
(collecting medicines, getting food and
water; also giving patients food and
clothes),
For families (support including counselling,
and education about caring for the patient,
such as medication concordance)
Acting as a ‘bridge to hospice’ such as in
communication between the family and the
hospice.
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Table 2 (Continued )
Study, country, Setting Design, focus/research
question
Data source Sample Intervention Results
Weeks et al. (2008)
Canada, all care settings
Qualitative study
To gain a clearer under-
standing of what im-
pact hospice volunteers
have on family care-
givers and the underly-
ing factors that contrib-
ute to this.
Qualitative, interviews, focus
groups presented with themes that
emerged from interviews.
Inductive hermeneutics approach
involving the interview transcrip-
tions being analysed by constant
comparativemethodology. The ﬁrst
stage was to provide an organising
structure across the narratives into
the care network of family and
friends, hospice services and other
formal services used. The next stage
involved deriving a set of thematic
codes across the participant’s tran-
scripts.
Purposive sample 10
relatives of deceased.
Volunteers received 18-hour
training to provide services in
the home, any acute palliative
or long-term care facility, in-
cluding addressing physical
needs, social, emotional and
spiritual needs of patient and
family. Hospice coordinator
assesses family need for volun-
teer support.
All had positive experiences of volunteers.
Overarching themewas ‘a unique care link’.
Subthemes were:
1-In-between role – role in couple’s rela-
tionship, provided someone else for the
husband to talk to, including about things
not comfortable discussing with wife; role
between wife and other family members,
family substitute role or buffer between
wife and others; role between family and
paid staff
2-Expertise through experience – volun-
teers had previous experience, e.g. of death
in family, so knew what to say and how to
help
3-Emotional support – volunteer recog-
nised the difﬁcult circumstances and vali-
dated emotions. Also, lifted spirits, made
them feel important, provided a listening
ear.
4-Availability – volunteers were ‘on call’ for
the women, ﬂexible with their time, avail-
able when women needed something
5-Sustaining relationships – continued
using services after death of spouse.
6-Respite – volunteers provided respite,
giving women time to themselves, social
contact, do errands
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et al., 2008)
The other qualitative study focused on what volunteers
o in the community to help patients and families (Jack
t al., 2011). Several overarching themes were identiﬁed on
eir positive impact; physical care, practical help, and
ounselling/education; volunteers also were seen to act as
 ‘bridge to the hospice’:
‘The volunteers have really made a difference in our lives
because they are the main carers when they go down
(African term for bedfast) and are sick – the volunteers
come ﬁrst’ [prior to the hospice workers]. (A patient, Jack
et al., 2011)
. Discussion
.1. Main ﬁndings
In this review we critiqued the evidence of the impact
n the wellbeing and experience of patients and their
milies of having a volunteer involved directly in
alliative patient care. We were aware there were likely
 be very few robust comparative (quantitative) studies.
herefore we included a wide range of study designs to
ive a comprehensive overview of existing research. In
articular, qualitative studies can increase understanding
f the ﬁndings presented from quantitative data.
All six quantitative studies we identiﬁed found the
volvement of volunteers in direct care to be of beneﬁt;
owever only two of the studies were of comparative
satisfaction was higher in US hospice program that
involved more volunteers in direct patient care (Block
et al., 2010). The other comparative study provided
objective evidence of a positive effect, that patients cared
for by their family at home and visited by a volunteer on
average lived longer than those not visited by a volunteer
(Herbst-Damm and Kulik, 2005). This ﬁnding is intriguing.
It suggests that volunteer support may have improved
family carer wellbeing, which in turn may have increased
patient longevity by perhaps enhancing the quality of
support carers were able to provide. Furthermore, they also
suggest that volunteer support may beneﬁt patients’
emotional wellbeing, which in turn may have increased
longevity though perhaps enhanced immune functioning.
However, they emphasise that their research needs to be
replicated. New studies in this area should control for
severity of illness or symptom burden beyond baseline to
avoid the risk of bias due to volunteers being allocated to
‘less seriously unwell’ patients.
Both the qualitative studies identiﬁed the distinct and
positive role volunteers have in providing additional (not
always otherwise available) care, such as having someone
independent (not part of the family or professional staff) to
provide emotional support to the patient and family.
4.2. Strengths, challenges and limitations
This systematic review is the ﬁrst critical review to date
on the impact of volunteers in direct involvement in
patient care. The review is explicit, rigorous and account-
able in its methods. It was comprehensive in its search for
evidence and careful in consideration of study designs. We
able 3
) Quality appraisal of quantitative studies using Hawker (2002) tool. (B) Quality appraisal of qualitative studies using Hawker (2002) tool.
Items below appraised by fulﬁlment
or completeness/appropriateness
Herbst-Damm and
Kulik (2005)
Luijkx and
Shols (2009) a
McGill et al.
(1990)
Miceli and
Mylod (2003)
Claxton-Oldﬁeld
et al. (2010)
Block et al.
(2010)
(A)
Abstract and title 4 3 1 3 3 4
Introduction and aims 4 3 2 3 4 4
Method and data 4 4 2 2 2 4
Sampling 3 4 2 1 3 4
Data analysis 3 3 1 2 1 4
Ethics and bias n/a 1 1 1 1 1
Results 4 4 3 2 4 4
Transferability or generalisability 4 4 2 1 3 3
Implications and usefulness 4 4 3 3 2 3
Items below appraised by fulﬁlment
or completeness/appropriateness
Weeks
et al. (2008)
Jack
et al. (2011)
(B)
Abstract and title 4 4
Introduction and aims 4 4
Method and data 4 4
Sampling 4 4
Data analysis 4 3
Ethics and bias 1 4
Results 4 4
Transferability or generalisability 4 4
Implications and usefulness 4 4
ood = 4; Fair = 3; Poor = 2; Very poor = 1.
a Appraisal of survey only.ppraised relevant studies for methodological conduct,esign. In one large comparative study we found that a
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nthesis to derive new and advanced knowledge. Thirteen
ation databases were searched. We also hand searched
y journals and conference proceedings and contacted for
rther evaluations researchers and managers of volunteer
rvices in palliative care. We could have sought other
idence, derived from unpublished literature and liter-
ure published outside of widely available peer reviewed
urnals listed in citation databases, such as organisational
ports. However it is questionable how much value this
ould have added, as such literature may have been
bject to lower quality control standards than those
blished in peer review journals, thereby increasing the
tential risk of biased ﬁndings.
We included a diverse range of study designs and report
lly how we used them to address different questions. We
ught to explore the impact on patient and family
ellbeing only from studies of quantitative comparative
sign. We used studies of qualitative design to seek an
derstanding of the value of volunteers. Studies were
ly included in this review if they fulﬁlled quality criteria
propriate to their design.
There are limitations to the evidence we identiﬁed
hich reduce the generalisability of the ﬁndings and
nclusions that we can draw on the impact of palliative
re volunteers on patient and family outcomes. The
neralisability of the available studies is limited as most
ere undertaken in one location (North America) and
cused on provision in the home. Palliative care models
ffer; in the UK, for instance, voluntary sector charities
ch as Marie Curie Cancer Care provide palliative care in
dicated hospice facilities with inpatient accommoda-
n. Moreover, in other countries such as Germany, South
rica and Russia, dedicated hospices facilities form a
bstantial proportion of available palliative care services
enteno et al., 2013; Wright et al., 2008). Furthermore,
e study that we reviewed explored a service in Uganda
here volunteers undertook a more extensive role in the
re of patients than is likely to occur for example in
rope and North America. Moreover, a challenge to
neralisability is consistency in what volunteers are
tually doing. Volunteer roles vary, in some situations
ey are complementary and provide a supporting role to
e nursing staff and family, in others, they may be
bstituting for others by providing social support, or
pects of physical care as reported in the study from
anda. The problem of variability though is apparent in
easuring the work of nurses or other staff, and is
mething that cannot be avoided in the evaluation of a
mplex health or social care phenomenon.
A key ﬁnding of our review is that there are relatively
w studies reporting outcomes for patients and families.
e ﬁndings of the two comparative studies are limited
lock et al., 2010; Herbst-Damm and Kulik, 2005). Neither
volved randomly assigning patients although both
dies controlled in their analysis for potential baseline
nfounders, such as patients’ physical health. Randomi-
tion would have reduced the risk that the characteristics
 participants of comparative groups were dissimilar.
th studies used existing data, recorded for other reasons.
is increases the risk of information error. Only two
outcomes were considered, neither study measured
impact on patients’ or families’ quality of life, emotional
health, set out to measure harm or considered services for
children receiving palliative care. In the US study reporting
satisfaction (Block et al., 2010), the hospice program whose
data were used in their analysis were more likely to be not-
for-proﬁt and larger compared with those that did not
provide survey data. These characteristics may have
inﬂuenced the quality of care provided. Furthermore it
could be argued that the 6% improvement in care
satisfaction found in hospice program that provided more
volunteer hours in direct care may not be clinically
relevant. Given the larger qualitative literature exploring
the motivations and characteristics of being a volunteer in
palliative care (Morris et al., 2013) we were surprised to
ﬁnd only two relevant qualitative studies that we could
include.
There are likely to be varied reasons for the limitations
of the evidence that we found. There are challenges in
undertaking research on volunteers in palliative care.
Volunteers are widely involved in many services, so it is
difﬁcult to compare a new volunteer intervention with
‘‘usual’’ care. Since specialist palliative care teams often
include a volunteer whereas generalist services may not,
we did consider whether to pool studies comparing the
effectiveness of palliative care teams with that of
generalist services. However, this would not have directly
answered our question about whether or not the addition
of a volunteer is beneﬁcial, as the focus of what is being
measured is the effect of the whole and different types of
teams.
4.3. Evidence elsewhere
There is evidence of the value of volunteers in other
ﬁelds. This includes in general populations where qualita-
tive literature has identiﬁed a distinct value of volunteers
is in connecting the recipient of services to their
community (Omoto and Snyder, 2002). A literature review
funded by the UK Department of Health further found
evidence that volunteers both in health and social care
enhance patient mental and physical wellbeing (Mundle
et al., 2012). However, included research in this review was
limited in design and it was hard for the review to
demonstrate deﬁnitively that volunteers succeed in
creating improvements in the health status and clinical
outcomes of those who receive their support. Moreover,
the authors appealed for further evidence to support
conclusions, including exploration of the mechanisms or
aspects of the volunteers’ role that may lead to beneﬁcial
effects.
4.4. Recognition of the need for further research
Research in palliative care receives limited funding and
the work of volunteers has had a relatively low proﬁle
within the ﬁeld. However, interest is increasing and at the
2013 World Congress of the European Association for
Palliative Care (EAPC) for the ﬁrst time there were
workshop and research sessions on the topic of volunteers
(EAPC, 2013). Although much of the research studies
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olunteers as opposed to evaluations. An outcome of this
orld Congress was the setting up of a task force on
olunteering in hospice and palliative care (http://
ww.eapcnet.eu/Themes/Speciﬁcgroups/Volunteerin-
.aspx). This taskforce will undertake further research to
elp understand, improve and develop the role of
olunteers in palliative care. There are also a number of
ecent reports prepared in the UK; these include the Demos
eport Dying for change (Leadbeater and Garber, 2012); the
elp the Hospices report Volunteers vital to the future of
ospice care (2012); and the King’s Fund Volunteering in
ealth and care: securing a sustainable future (Naylor et al.,
013). These were written in the context of growing
emand for health, social and palliative care services and
ey discuss the need for new strategies to deal with this.
hese reports point out that there are opportunities for
olunteers to help transform services and conclude that
ere is a need to better quantify the value of the
ontribution made by volunteers; the challenge is how
 make the most of what volunteers can offer.
Alongside further evaluation of initiatives involving
olunteers directly in palliative care, consideration is
eeded for further research regarding potential organisa-
onal challenges and other structural issues in their
volvement in this aspect of a growing service (Morris
t al., 2013). In an increasingly risk-averse culture, there
ay be pressures to make the volunteer role more formal
nd introduce stricter governance and regulation of
olunteer involvement. Hence there would be additional
osts to provide and support the training needs of more
olunteers.
. Recommendations
.1. Practice
Our systematic review found some evidence of beneﬁt
f the involvement of volunteers in direct care. However,
e are unable to derive any clear recommendations for
ractice. Because of limitations on the evidence, it remains
nclear where volunteers in direct patient contact may add
ore value. We are also unable to make suggestions that
an be broadly generalised, as much of the research was
ndertaken only in homecare settings and in North
merica. None of our included studies explored the
otential for adverse effects of involving a volunteer in
irect patient care.
.2. Research
To obtain the maximum beneﬁt from volunteers and
eploy them appropriately and effectively, it is important
 evaluate their impact. To overcome some of the
hallenges reﬂected in the current limited evidence base,
 may be appropriate to capitalise more on ‘natural
xperiments’ afforded by differences in service implemen-
tion, where volunteers in different service localities are
sed to a greater or less extent. Nonetheless it is unwise to
iscount the value of conducting planned experiments
2012). Future priorities should also include consideration
of building up promising but lesser-used methods. An
example might be the RAND/UCLA Appropriateness
Method (RAM), which seeks to combine the best available
evidence with the collective judgement of experts to yield
a statement regarding the appropriateness of aspects of
care provision (Fitch et al., 2001). In addition it might be
useful to improve the infrastructure to enable researchers
to conduct natural experiments by access to routinely
collected high quality data (Craig et al., 2012). We found no
studies exploring the relative costs and beneﬁts of
providing volunteer services and suggest that future
research includes examination of economic factors. We
also call for more qualitative studies to understand in
depth the nature of what volunteers bring to the
experience of palliative patients and their families.
6. Conclusion
In conclusion this review identiﬁed some limited
evidence that volunteers in direct care roles improve the
wellbeing of patients and their families. More research is
recommended to draw out more clearly the beneﬁts and
limitations of the involvement of volunteers in care. This is
important as appropriate and effective deployment of
volunteers may be a key part of the resources needed to
enable future growth to match growing worldwide
demand for palliative care.
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